Support groups are an important resource for people living with systemic sclerosis (SSc; scleroderma). Peer support group leaders play an important role in the success and sustainability of SSc support groups, but face challenges that include a lack of formal training. An SSc support group leader training program could improve leader selfefficacy to carry out important leadership tasks, including the management of group dynamics. However, no measures exist to assess self-efficacy among SSc support group leaders. The objective of this study was to develop and provide preliminary evidence on the reliability and validity of the Scleroderma Support Group Leader Self-efficacy Scale (SSGLSS). The SSGLSS was administered to two sets of SSc support group leaders from North America, Europe, and Australia. Study 1 participants (n = 102) completed the SSGLSS only. Study 2 participants (n = 55) completed the SSGLSS and the Oldenburg Burnout Inventory (OLBI). For both studies, we evaluated internal consistency reliability using Cronbach's coefficient alpha. Convergent validity was assessed in Study 2 using Pearson correlations of the SSGLSS with the OLBI exhaustion and disengagement subscales. Cronbach's alpha was 0.96 in Study 1 and 0.95 in Study 2. Consistent with our hypotheses, there was a small negative correlation between SSGLSS scores and the OLBI exhaustion subscale (r = -0.25, p<0.01) and a moderate negative correlation between SSGLSS scores and the disengagement subscale (r = -0.38, p<0.01). These results suggest that the SSGLSS is a reliable and valid measure of self-efficacy for carrying out support group leadership tasks.
Introduction
Systemic sclerosis (SSc; scleroderma) is a rare, chronic, autoimmune connective tissue disease characterized by There are currently almost 200 active SSc support groups across Canada and the USA (3, 4) . However, many people with SSc do not have geographic access to a support group, and many support groups that are initiated are not sustained due to obstacles that could be addressed by providing training to patient support group leaders (10, 11) . Challenges for SSc support group leaders include practical difficulties, such as limited resources; poor coordination with medical professionals and patient organizations; difficulties with group leadership tasks, including managing group dynamics; and personal challenges, such as managing one's own health condition while supporting others (12) (13) (14) .
A training program could provide information and skills to improve the ability of SSc peer support group leaders to lead effective groups, reduce the emotional and physical burden on group leaders, and encourage new leaders to set up support groups where none exist or via the internet. Thus, the Scleroderma Patient-centered Intervention Network, Scleroderma Canada, and the Scleroderma Foundation have partnered to develop a scleroderma support group leader education program. The program will provide SSc support group leaders with knowledge and skills needed to effectively organize and lead SSc support groups. The program is intended to improve support group leader self-efficacy. Self-efficacy is defined as the perceived ability to perform the actions needed to accomplish specific goals (15) . There are no validated measures available to assess support group leader self-efficacy to carry out support group leadership tasks in scleroderma or other patient groups.
The objective of the present study was to assess aspects of the validity of the Scleroderma Support Group Leader Selfefficacy Scale (SSGLSS). We describe the steps undertaken to develop the SSGLSS; we evaluate internal consistency and reliability; and we assess convergent validity with a measure of burnout. Effect sizes for correlations have been described as small (|r|≤0.3), moderate (0.3< |r| <0.5), or large (|r| ≥0.5) (16) . A meta-analysis of 57 studies found a correlation between self-efficacy and job burnout of -0.33, including -0.33 between self-efficacy and exhaustion and -0.31 between selfefficacy and disengagement (17) . Thus, based on previous research in other settings, we hypothesized that in SSc the SS-GLSS would also have small to moderate negative correlations with measures of these burnout domains.
Methods
We administered the SSGLSS to 2 sets of SSc support group leaders. In Study 1 (initial validation and reliability), which targeted support group leaders from North America and Europe, leaders completed the SSGLSS only. In Study 2 (convergent validity), which included support group leaders from North America, France, and Australia, leaders completed the SSGLSS and the Oldenburg Burnout Inventory (OLBI) (18, 19) .
Participants
Eligible Study 1 participants were current SSc support group leaders. Eligible Study 2 participants were current or past SSc support group leaders, some of whom may have participated in Study 1.
Study 1
North American support group leaders were recruited to complete Study 1 between April and August 2015 through: (i) postings on the Scleroderma Canada, Scleroderma Foundation, and Canadian provincial SSc society websites; (ii) postings on Scleroderma Canada and Scleroderma Foundation social media venues (e.g., Facebook, Twitter); (iii) the distribution of flyers at the Scleroderma Foundation annual conference; (iv) announcements in SSc patient newsletters; (v) emails to support group leaders and members across Canada and the USA; and (vi) postings in SSc-related chat rooms.
European support group leaders were recruited to complete Study 1 between March and August 2016 through: (i) the distribution of flyers and direct contact with patients at the 4 th Systemic Sclerosis World Congress in Lisbon, Portugal; (ii) referrals from the Federation of European Scleroderma Associations (FESCA) generated via emails and postings on the FESCA website and other social media venues (e.g., Facebook, Twitter); (iii) announcements in SSc patient newsletters; (iv) emails to support group leaders and members throughout Europe; and (v) postings on European SSc society websites. In addition to European support group leaders, leaders from Australia who attended the World Congress completed the survey and were also included.
Study 2
Leaders of SSc support groups were recruited to complete Study 2 between December 2016 and April 2017. Respondents were recruited through: (i) postings on the Scleroderma Canada, Scleroderma Foundation, and Canadian provincial SSc organization websites; (ii) postings on Scleroderma Canada and Scleroderma Foundation social media venues (e.g., Facebook, Twitter); (iii) announcements in SSc patient newsletters; and (iv) emails to support group leaders associated with patient organizations in Canada, the USA, France, and Australia.
Procedure
In both studies, surveys were accessible via the online survey tool Qualtrics. The survey was translated into French, German, Italian, Dutch, Portuguese, and Spanish, using an accepted forward-backward translation method (20) . Study 1 was available in English, French, German, Italian, Dutch, Portuguese, and Spanish. Study 2 was available in English and French. After clicking on the survey link and selecting their preferred language, respondents were shown a brief consent form that described study objectives and provided instructions on how to complete the survey. Respondents were given the option to close their browser and not participate or to provide consent by clicking an arrow to continue with the survey. Surveys were set up using cookies to prevent respondents from completing them more than once to reduce the possibility of duplicate responses.
Studies 1 and 2 were approved by the Ethics Committee of the Jewish General Hospital in Montréal, Québec. Respondents were not required to provide written informed consent because the surveys were done anonymously and did not involve collection of any data that could be used to identify respondents.
Measures

SSGLSS
Initial items considered for inclusion in the SSGLSS were obtained from the Group Leader Self-Efficacy Instrument, a 37-item self-report questionnaire that assesses self-efficacy for performing group leader skills (12) . The Group Leaders Self-Efficacy Instrument is intended for use with group psychotherapy leaders, so many of its items are not relevant or appropriate for support group leaders. Items from this instrument were reviewed for relevancy, and relevant items were considered for inclusion, along with items from a questionnaire intended for leaders of cancer and multiple sclerosis support groups (13) and items that we generated from the results of a published study on the experiences of leaders of cancer support groups (14) .
Initial survey items were reviewed by research team members, who edited individual items, made recommendations to remove items that were not relevant for SSc or were repetitive, and generated new items to reflect SSc-specific content, based on their own experience or on qualitative interviews that we conducted with SSc support group leaders (n = 10). Items were reviewed iteratively by all research team members until consensus on the final item pool was reached.
Team members who participated in this process included representatives from Scleroderma Canada and the Scleroderma Foundation; a patient advisory team that consisted of 6 SSc support group leaders from Canada and the USA; and researchers with expertise in SSc.
The final version of the SSGLSS, which was used in both studies, consisted of 32 core items that assessed the confidence of SSc support group leaders to carry out tasks necessary for leading a support group successfully (see Tab. I). The list of items was intended to comprehensively reflect tasks important to the effective leadership of an SSc support group so that both overall self-efficacy and item-specific efficacy could be evaluated. Item response options included Strongly Disagree, Disagree, Slightly Disagree, Slightly Agree, Agree, and Strongly Agree (scored 0-5). Possible total scores range from 0 to 160 with higher scores indicating greater self-efficacy.
OLBI
The OLBI (18, 19 ) is a 16-item measure of burnout that assesses exhaustion and disengagement due to burnout. The OLBI was initially designed for work-related burnout, but has been adapted for numerous settings, and in multiple countries and languages (19) . Our research team revised the wording of each OLBI item so that it reflected the support group environment rather than a work environment (e.g., "I find my work to be a positive challenge" revised to "I find my role as a support group leader to be a positive challenge"). The OLBI has a 2-factor structure (exhaustion and disengagement) with good measurement properties (18, 19) . Items are scored on a 4-point scale; higher scores indicate higher levels of exhaustion and disengagement. Internal consistency reliability (Cronbach's α) in the present sample was 0.84 for exhaustion and 0.80 for disengagement.
Data analysis
Corrected item-total correlations, which reflect the correlation of each item with the total scale score minus that item, were calculated for all SSGLSS items. Internal consistency reliability for the SSGLSS was calculated in Study 1 and Study 2 separately using Cronbach's α. Convergent validity was assessed in Study 2 via Pearson correlations of the SSGLSS with the OLBI exhaustion and disengagement subscales. Analyses were conducted using SPSS version 23.
Results
Sample characteristics
There were 88 eligible respondents who initiated the North American part of Study 1. A total of 80 completed the full survey and were included in the present analyses. There were 23 eligible respondents who initiated the European part of Study 1, of whom 22 completed the survey and were included (total n = 102). For Study 2, 69 eligible respondents began the survey, and 55 completed all survey items and were included in the analyses (See Tab. II for participant characteristics).
Reliability and validity of the SSGLSS
As shown in Table I 
Discussion
The results of the present study provide preliminary evidence that the SSGLSS is a reliable and valid measure of selfefficacy for carrying out tasks related to leading SSc support groups. Internal consistency reliability was high. Convergent validity with a measure of burnout, including exhaustion and disengagement subscales, was consistent with what has been reported in studies from other patient groups (17) .
There are limitations to consider when interpreting the results of this study. First, respondents were recruited through national and provincial SSc organizations, patient conferences, SSc-related chat-rooms and newsletters, and emails to support group leaders. It is possible that SSc support group leaders who are more active within the SSc community participated in the study, and that these leaders could differ from other leaders. Consistent with this, scores on individual items tended to be high. Second, the sample sizes in Study 1 and Study 2 were small, which did not allow for complex analyses of measurement properties, such as factor analysis. We did not calculate sample size requirements a priori, but recruited as many support group leaders as possible. Given the small number of SSc support group leaders, it is unlikely that we would be able to recruit larger numbers. Third, Study 1 and Study 2 were anonymous online surveys, and it is possible that some participants in Study 1 also participated in Study 2. Fourth, given the single administration of the online survey, we could not evaluate test-retest reliability or sensitivity to change.
In conclusion, results of the present study provide preliminary evidence in support of using the SSGLSS to evaluate the effectiveness of a training program designed to improve the effectiveness and sustainability of SSc support groups by improving leader self-efficacy.
